Palliative care for people with intellectual disabilities: Pitfalls and potential
Meeting the individual needs of patients diagnosed with a life limiting condition is rarely considered easy as professionals strive to assess and respond to the holistic needs of each person and offer appropriate care and support for their family throughout this difficult time. The social context in which people live (and in some cases the labels which they have ascribed to them) may influence the nature of any end of life care accessed 1 and affect the subsequent care they receive 2 . Whilst a holistic approach is recognised as the basis for high quality palliative care and support 3 , some marginalised groups (e.g. people with a low socio economic status; people with an intellectual disability {ID}) may struggle to access palliative care and support, for a variety of reasons.
People with an ID are described as 'having a reduced ability to understand new or complex information or to learn new skills (impaired intelligence) with a reduced ability to cope independently (impaired social functioning) which started before adulthood and with a lasting effect on development', and occurs in around 2.5% of the population. 4 People with an ID are unique individuals with differing personalities, characteristics and needs, and many require variable support throughout their lives, particularly at the end of life.
Palliative care professionals may have limited experience in caring for people with an ID; lack specific knowledge around ID, particular syndromes, and other associated conditions (such as epilepsy) which may influence their competence and confidence when supporting this patient population. People with an ID may not always recognise obvious or subtle symptoms or changes in their body that indicate ill-health; and some may be reluctant to seek help because of previous bad experiences of hospitals, doctors and nurses. Symptom recognition and identification remains difficult because of reciprocal communication challenges and diagnostic overshadowing. Pain and other symptoms may be hard to assess and manage as the individual struggles to indicate worsening symptoms and professionals struggle to understand when to intervene, administer or adjust prescribed medication.
People with an ID may lack the sophisticated communication skills to voice concerns about their health needs in a meaningful way throughout their palliative care journey. Whilst some people with an ID may not understand complex concepts (e.g. palliative care, death, dying), others may have associated visual, auditory, or sensory impairments. Communication remains an underlying, key factor when supporting anyone with an ID, since the spoken word may not in itself be enough for reciprocal and clear comprehension. Using supplementary communication systems (such as signs, symbols or pictorial formats) together with clear information can reinforce the spoken word. However this involves proactive planning in anticipation of the needs of such patients, and requires healthcare professionals who are skilled and confident in using such creative approaches. Whilst much has been written regarding the inherent skills required by health care professionals when working in palliative care, when supporting a person with an ID, the skills may remain similar, but with a different emphasis on certain functions (e.g. collaborative working, communication and working closely in conjunction with ID 'experts'). 2 Breaking bad news remains an important facet within the palliative care context, yet it is not always delivered in a sensitive manner 5 although much has been written about the inherent process involved and the practitioner skills required. General frameworks and protocols 6,7 specifically around guidance with cancer patients 8 provide useful ideas to help professionals to adopt a processed approach to establishing what the patient already knows about their condition, what they want to know, and indeed what more they need to know. Whilst some may criticise the use of such protocols as promoting a fixed approach to this difficult task, experience shows that patients will not allow professionals to orchestrate the delivery of difficult news in such a rigorous fashion, they ask questions and take the practitioner 'off track' from the preordained order or sequence. Hence protocols remain useful to guide the healthcare professionals as an aide memoir, providing reference points, when needed, whilst retaining what Berry succinctly describes as 'human understanding'. 9 How bad news is delivered can have a huge impact on how well the patient receives the news; subsequently copes with its aftermath; and retains a sense of personal autonomy within their palliative care journey. It can also influence family dynamics and impact on the health professional delivering the news, causing them to critically reflect on the process, considering what went well or not so well in each case. Breaking bad news is a difficult process, and never 470238P MJ27110.1177/0269216312470238Palliative MedicineRead 2012 Editorial Palliative Medicine 27 (1) easy, but this process can be even more challenging when the patient involved has an ID.
Tuffey-Wijne's model should help practitioners to break bad news to the patient with an ID, makes an informative contribution to this developing literature and should be useful for the general population, not just for people with ID. Although simplistic and eclectic in its approach, building and integrated elements from other existing models, the emphasis is on building a foundation for knowledge, and the identification of supporting underlying principles is recognised as being central to this process.
Whilst there is a developing research and practice evidence base supported by policy around general end-oflife principles for health care providers 3 , there is relatively little empirical evidence around applying such principles to patients who have IDs. Professionals need to remember that people with ID have more similarities to the general population than they do differences, particularly at the end of life 10 . The underlying ethos and good practice principles of palliative and end of life care remains as important to people with ID as they do to anyone else. The challenges remain as to how specialist palliative care professionals can embrace these differences in order to meet the particular needs of the patient with an ID at the end of life, including the challenges of breaking difficult news.
Education and collaboration may be the key to effective support, and simple changes in practice could improve the patient experience 5 , but further empirical research is needed that explores the experiences of palliative and end of life care for people with IDs from a professional, patient and family perspective; that adopts a proactive approach to health promotion; and develops and tests the effectiveness of pain and symptom assessment tools. Many of the skills required to support a person with an ID in these sensitive areas of care are useful skills and approaches that can be translated across and generalised to other people under similar circumstances. There is still much learning to be done, and we need to remain open and receptive to those who can teach us so much, including people with an ID themselves. Interestingly, if palliative care practitioners get their care right for people with an ID, then chances are they will get it right for all of their patients. 11
